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ABSTRACT y . v 

-Home based respite jcare for severely retarded and 
severely disabled persons was evilttated through questionnaires 
completed by 91 respiCe care units^ ovep a six month period. Ratings 
of clients' level of disabi'lity were compared to those of clients 
served in the same region in previous years. Disability levels of 
clients denied services by the pilot proiect were analyzed, and 
ratings of families and providers were examined. Re^iults indicated 
that significantly more multiply handicapped clients were served; 
there was overwhelming satisfaction by parents of the level of 
services receivedV and that providers felt they were able -to meet 
client needs well. .It is con|feluded that the flexibility, low . cost and 
correlation with family preferences support the wo^th of home based 
respite care. (CJi) . f 
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Home-Based Respite Care for the Severely Retarded- 



.Respite care, the provision of temporary daytime or overnight 

relief services to f^m^ies car;irig for developmental ly disabled 

jjersons at home, is a growing program concept in the community- , . 

based serviced movement^in the field of mental retardation. 

(Paige, 1977) A variety of program models have been created to 

meet' this need for relief services, ranging fromjnformal i'baby- 

sittiag" aVrangements ior" several hours of care, to three, or -vj 

i ' . . 

four week residential care in an institutional setting. A 1978 • 

report of the Massachu.settf Developmental Disabilities Council 

(Upshur, 1978) found, however, that the range of possible models 

6f respite care is not equa^l^ available ^nd that certain of the 

less formal tnodels tend to e^cc>udeuse«erel'y retarded and disabled 

persons from services. • . / " 

^ The lack of alternatives for families with the most severely 
involved clients is of major concern since clearly they need ?s 
much, if not more\ relief than oth^ families due to the inten- 
sity of the clients' needs. In addition, despite the more complex 
ne^d^ of severely retarded and disabled clients, most,^fdmili,es 
reported' i n the 1978" study that they preferred ..respi te care , ' 

c 

^ The research for this article was completed through a 1979 grant; 
from the Massachusetts Developmental Disabilities^ Council . The 
aSor is grateful to project director Maria Tadd fy her coopera- 
tion in carrying out the evaluation, to Gary Siperstein for 
editorial assistance, and Pa;:ricia Sreen for editing and typing. , 
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• whether daytime, or overnight[, to take place in their own home. 

(Upshur, 1978)v This cotibi nation of issu^ and concerns led the 
, Massachrusetts Developmental Disabilities Council to fund a pilot 
■ projectUo demonstrate, the feasibility of providing hOme-based 
respite care for the most severely retarded and -disabled, clients 
in 9ne region of the state.' The evaluation of the project was 
^- designed to assess the ability of the pilot project to serve 
. . severely retarded and disabled clients, to measure client ^ 
family satisfaction, and to determine actual versus perceived 
levels' of specialization needed to prov.ide home-based care for 
this population.' 

, ■ THE PILOT PROJECT 

- The pilot prdject was initiated in a suburban, region of the 
state as a cooperative venture of 'Several local, previously 'oper- 

- ating, home-based respite care, programs funded by the Depa^ent • 
of Mental Health. A iJroject director supervised the recruitment 
of twenty community persons who were provided .60 hours of train- 

^ng on developmental disabilities,streatment methods, patients' 
rights, contVor of behavior problems, and the procedures involved^ 
in"^ feeding and .physical adaptive equipment. Pub^ici|y^ about the 
projeci^as mple available through local Associations for Retarded 
> ' Citizens and similar interest groups as well as communitir news- 
papers, ^public sc^jooU, and existing respite care programs. Fees 
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foyhl service were eit^ier partially or fully provided by the 
proj^ grant. Families needing respite care were encouraged to 
call the project offices and submit information for an application 
forc^re. Arrangements were then made for one. of the twenty 
trained comnunity providers to go to the client's home or to be 
available in the provider's own home to administer daytime, 
evening or tfvernight care^ Providers were paid on an hourly or 
daily bas.i^s (for overnight care), for actual care delivered, and 
were also paid for the timfe they participated in training. On- 
call emergency back-up services were available to the providers 
in the event of a crisis. Medica-l liability insurance was pur- 
'chased to protect the project and earc^h provider in the event of 
an injury to a client. 



METHODS 



Four major approaches were taken to evaluate the success of 
the project 'in-serving severely retarded and disabled cli^^i^ . 

1) RatingsVgf the le\el of disability of^?lie"ts 
served i> the pilot project over a Penod of 

' six ^nontts compared to the level of .disability _ 

y of Clients served in previous years in the 

same region in home-based respite care. 

2) Ratings of the level of disability of clients • 
' ^ ^ Senied services by the pilorprojM analy- 
sis of the reasons for, denial . ^ 

3) Family satisfaction ratings. 

' 4) Provider ratings of the Jype ^'-^ining re- 
• quired to provide services to this population. 
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A simple rating scale of level of disabili^ vias devised to 
collect'data on respite care in this region of the state prior to 
the implementation of the pilot projeft. This rat^ng<scale was 
continued in use so that the historical data cc^d be utilized 
for comparison purposes. The scale asked for tWi^mary and 
accompanying disabilities to be classified as ^llowsl; 
Moderate. Severe, or Profound. The scale was completed by a pro- 
ject staff person who had received the parents' request for 
respite care. The data was maintained for evaluative purposes 
even if the pilofproject denied, or for other reasons did not 
provide, services 't© the client. 

The family satisfaction rating scale asked five questions of 
the family concerning: 1) general satisfaction with the respite 
services delivered; 2) satisfaction with the provider's follow- 
•ing of instructions; 3) satisfaction with the provider meeting 
medical, behavioral and developmental needs of the cli^ent; 
satisfaction with the level of training of the provider; and 
5:1 . the winingness to' recommend the provider to other^families. 
Thelscale was mai^led direct^to the family by the project office 
wj/h a- stamped return envelop^ Families received the scale after 
respite care services were completed and the families were,grante> 
anonymity. 

■ The provrfber feedback cojii'sted of a questionnaire with 
-fifteen items, (both ratings and open-ended questions), covering 
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how well the provider him/herself felt the r6spite care situation 

had been handled, and whether or not the/training received helped 
them specifically in caring for each client served. Providers 
were ma/^led a questionnaire each time they provided service, and 
were, required to return the completed form" before ■ payment was 'made 
to them for the- services perfomfed. " . 

RESULTS . / ' 

The res^lt5^\v.ill be discussed in three major sections ad(^es- 
sing the pnmaVyrquestions of the evaluation: , ■ 

I. Rati figs of disability l^el. X,J/^ * \^ 

II. Family satisfaction. 
III. Provider ratings of need .for tratning, 



Ratings of disability level. M ' > v 

« \ . 

Dking the six months of data collection, a total of ' 91 





:erent- respite care units were i^qyiided by the pilot project. 
Some of these units represented two o^ more different periods of 
service for the. same (client and others represented respite care 
f in-a group situation (i.e., a community provider .relieved the 
house^iarent in*a community residence,) For purposes of^this 
research, only respite care prpVided for an individual client was ^ 
tabulated and the da t^ from multiple 'respite care units provided 
to'th«rSame client were 'excl ucled after the initial unit of care. 4 
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In addition, for some clients, complete fi.les were not maintained. . 
This resulted in disability data, being available on 27 individual 
clients >rom the pilot project. Of these k^clients.y 16 (59.2%) ^ 
had-mental retardation indicated as the primary, disability, and 
'9 were severely or profoundly retarded. Other primary disabilities 
included were cerebral palsy, epilepsy, autism or special medical 
problems. O^er in (21 clients) were^tit»ly handicapped. The, 
^^.e^ia"^ age of the clients was 13 yeari. aA{ the, range waS" from 2 

to 52 of age. ^ 

Data was reviewed on 160 respite carVunits provided in the 
two preceeding fiscal ^ears (1977-78 and 1978-79) by. four on-going 
home-based respite care programs in "the .reaion. Each pf't^e-four 
had at l*ast one year of cbtiplete data av^abl? for analysis. A 
- chi> square was perfomed'to test the null hyVhesik that, the on-i^ 
going progJaros.^and the pilot prog/am wer^ervin? essentiall/ the 
sSne l^yefs.^f disability (i .e:. no difference between'^ tif two 
Jo^uds)" A cji ^square of„^2.18 (df = 3) was obtained showing no 
•signif1car^^r3rfference between the two groups on tbTlevel of ^ 
. primary disabilft:f.l^«owever.-when-thtf/difference jbet^^^ the two 
groups i| the proportion of multi^pTy ^pndicappedjcHents is com- , ^ 
•^ared. aliz of 6'..4?^ignificant beyondlthe .Ooi leWu is obtained.. 
Thu*. while the Xt ftcoject served clWT^th similar levels , 
of pnSfary difaJiny. it'appears to havi^rvsd a slgnift^antly 
greater proport^i^^i^uUiply handicappey clie^. (See Table 1) 
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Table 1 abtfik^^^re. 



Profiles of ie client^ requesting but not receiving services, 
were ahlso analyzed. .TKese clients were found^to be significantly 
less multiply handicapped than the clients served by the pilot 
project (Z ^ 2.66. p>.01). A chi square test of the difference 
in disability level was not signi,|icant. Thus, clients not pro- 
vided services by the project appeared to be similar in level of 
^-imary disability to those served,.but were significarttly less 
multiply handi capped > . - ' * , 

The reasons for care riot being provided varied with the most 
IjMimon reason being that no provider ias available for the particu- 
lar tTtije requested (6 clients, or 37.5% jpf^the- total ) . Other ^ 
variations of scheduling problems including the client family ^ 
changing their plans, ^ the scheduled^prov-ider having. a family 
emergency, etc., "account.for fffur other cases of n(J service/being 
provided. For three cases, no reason was recorded as to why 
s.ervice was not provide^./- However, in only two cases of behav- 
iorally differ^ult clients (one a fire-setter, oneVsexu^ly abusive) 
was the client's disability given as the reason for not' providing 
carg. ' " ' ^ , 



sfaption 



^11. family >satisf 

/T^ Famil^respo^se to the quality of respite care services pro 
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vided was available from ?3 families of 35 ,f ami 1 ies- served (65.7%). 
When multiple respite care services had been pWded to a family 
by the same provider, only the initial jFaiMb'_ce^ponse scale, was 
included for analysis. Analysis of\ncomplete records was done 
to see whether or not other infor;»fiation would point to a pattern 
of families of more disabled'clients not responding. While some of 
"the non-responding families qpuld have been dissatisfied with the 
-type of service received, yheck of the disability leve*- of those / 
c(i4nts 'whose "families did not return feedback forms does not show 
a significantly different pattern of disability level (chi square 
= .la. df = 3). Conclusions drawn from th? questionnaires that 
were r*eturned thus shoul^^^ representative of all services provided. 
The results of the family Vatings can be found irHT^ble 2. 
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Table 2 about here. 

• ^ : 

It can be Seen that, at^rtjost. two ^mllies were very unhappy 
with, the^ care r^qeived. Wh^le some fapiiFi^s did differentiate 

the top •three'' ratings to some ^((tent,. particularly on 
qu'vitions #1 and iA. it is q^ear that there>was overwhelming satis- 
faction with t«e leve^Qf services received. In^terms of problems 

ntioned by fa»ntlies|wiV^e qi^l^^^ care, only.pne family 
Lit^ated that their) parti cuW provider nee^t^d more training. 
Onff family would have pfefe/redl a male pWder for a 31-year-(Jld 
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male client. Other coimients stated that the only problem was that 
there was not enfiugh respite care available. As far as recommenda- 
/'ti'ons, families noted only t^t they would like more care available, 
although the same family critical of the level of training of their 

provider stated again that more training should be. provided. 

" " — ■ ^ ( 
When questioned as to the difference between the, pi lot pro- \^ 

ject's services and that of other services, only four families made 
coimients, but all were pos^t1ve^. Two noted that the previous pro- 
viders were^^ss well-trained. One family noted-that they had 
never hat* overnight care available before, 'ihe fourth family noted 
that they never had care available in th^ir own home before.' These ^ 
comments, combined with tyitr^^?i)r>^iti^^ on all other/ 

questions point to strj^q family satisfactiS w^h the services pro- 
vided. ^ \ 

III. Provider ratings of neeTjor irrfning. V"/ 

Provider ratings as ta^the types of skills required to ade(iua 
serve the severely retarded or disabled client in a home setting were 
j-obtained from 39 different respite situations. (NOTE: While only 
35 individual families were served during the data collection period, 
some families were served by more than one provider at different . 
times; multiple ratingfl-by the same provider of the same client were- 
not included for analysis, however;!^ only the rating obtained after 



the initia^l unit of serv.ice was included.) Table^uimiarizes the 



results of the provider responses 
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Table 3 about here. 



It can be seen from the ratings that, in terms of ability to 
serve the clients adequately (Questions #2-5). there was clear con- 
sensus on the part of the providers that they were able to meet ^ 
client needs weli: ' The issue of whether or not they had adequate - 
information about the client (Question #1) is more clouc^&d and 
appears to relate somewhat to administrative issues as to how and^ . 
when information was obtained from the families, nd^er, comments 
also in(?icated that faiiMies simply overlooked or- forgot to provide 
sort,e information on habits. "favorite activities, or s6lne.«spects of 
behavior. No' i^ormation of major importance was Tacking. U 
QueStipnsVn the usefulness of the training rec^^rovide 
s clear picture. ^IthougVelmost three-quarters of the .responses 
L indicate moderate to strong fe^ihgs about the usefulness (73.3* 
^a^e Question: #7 at '4' or mof ). On the other'^handi over 30« of 
th^respondents felt that even more ^r^ining was>eded for their ^ 
parkuUr clients, and another third ion*^uestiorr#9) felt that' 
they could hive ph)vided '.the' same quality of se^ to the particu^ 
lar cli6nt without anx training. ^. • , ' . . 

Provi^Jefj'comments ori partU:uiar areas of training that wire 
especially useful . and other t6pics that they would have liked , 
straining for in «rder tcfbe more useful to the particular clients • 
served, are also i'mportant. Topic areas commented upoyK b^lng 
■j ■ " *• 
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•particularly .useful (6 comments altogether) were: behavior manage-) 
ment (4 commenlts) and seizures (2 comments). Topic areas where 
more training was requested (15 comments) included: non-verbal ^ 
communication and signing (5 comments)-, autism (2); activities to 
■ do with clients (2); more behavior management (1) feedinf (1); 
liherapie? (1); how to help non-mobile cTient up stairs (1); spina 
bifida (1); how to prepare provider home for a client (1). General 
recommendations given at the end of the questionnaire by providers 
included a request for more physical and occupational therapy 
training; orientation for /a«ilies as J^what information to give 
to provider^) and' discussion of their fl^ vis ^ vis the pro^der's^ 
role; more hands-on training;' a recreational center where clients 
could be taken for activities; and a connient that 9 days of continu- 
ous respite care for a difficult client is too much for one provider. 



DISCUSSION 

It can be seen /rom the above results that, although the dis- 
ability .'level of cliints served by the pilot project did not change 
substantially f^ the disability level of clients served in. the 
on-going. home-base(i respite care programs, significantly more 
multiply:handicapped clients were served, While it may be difficult 
to conclude without more refined ratings of disability that, simply 
based on the fact of multiple handicaps, a client is more difficult 
to serve, it seems clear that the pilot project has reached quite 
disabled clients and demonstrated that they can be served success- 

13 
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fully in a home setting with trained community providers. The 
conclusion that success has been achieved is based on a variety 
of factors: 91% family satisfaction with services; no incijients 
of behavioral or medical crises over a period of six. months and 
91 respite care units; denial of services to orHy two clients ^ 
<f or reasons based on their disability. 

- The characteristics of the clients denied services are worthy 
of note. Both had severe behavioral problems in addition to other 
handicaps, and the reason they were not served had to do, with risk 
of injury to other family members of the provider rather than lack . 
of willingness of the providers to give service, in both cases, 
t:he client famil^ wanted out-of-home respite care (i.e.. they did r 
not.want to have to leave their own home and have the provider come; 
in to give respite sSWices). Providers, however, were unwilling )^ 
to risk a fire in their own home or apartment (in one case), and' in 
the other case, providers with other children wfere. unwilling to risk 
possible abuse to, their children at the hands of the client. Pro- 
viding respite care fo'r such behavior#lly difficult clients may re-'" 
quire an institutional setting. However, an innovative suggestion 
arising from this experience is to have a home purchased for the 
purpose 'of providing out-of-home respite to just such clients. 
Rather than operate the respite home on an institutional staffing- 
pattern, however, the home would be utilized only when needed, and 
the staff would consist of a community provider who would live in 
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with, the client for ttti duratwn of the respite c^^ unit. Such a 
model -would be clea/ly more cost-effective than institutional care 
for such clients#ut would also meet parent concerns about having 
their family m^jnbers in home-based settings. ^ 

THe scheduling problems of this model of care are difficult to 
solve as long as th^ providers are paid' only for care' delivered and . 
ire allowed|the, option t'o work when -it fits their own family 
schedule.- Of courses the use of coitmunity providers who work only 
part-time';makes4His model *he raost'cost-effectiA^e model of respite 
lire. But the addition of a stipend f(|t on-call duty might make this ^ 
--^model of care more flexible and available. 

The level ..of training provided by the pilot project seemed very 
necessary in caring for some clients, but totally unnecessary when ^ ^ 
caring for others. Recommendations as to how much training is re-* 
quired to deliver home-based care to this severely retarded and 
disabled population arethus unclear. y It s^ould be assumed, however, 
that even if not entirely rel^ited to each client's situation, the 
provision of extensive training is a required protection foV 
delivering respite care through use of community providers. At the 
very least, it allows adequate tim? for staff to observe the pro- 
viders and to anticipate those who may not work out. It .also allows 
providers to make a clear decision as to whether or not they feel 

. V . ■ 

they can deliver such individualized care. 

In summary, the provision of respite care services by community 
providers in their own homes or homes of clients is a model of 
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recite services preferred by> qumber of families. wi.th severely 
r/tarded and disabled members at home. This pilot prooe<^t has 
sLcessfully dtmonstrated that the most severely handicapped per- 
sons H:an be adequately cared for in a hoifle-based situati^' on a 
te4orary basis by a trained community 'provider . While the .needs 
of some behavioraily difficult clients may still not be met 
through home-based care, the fWibility. low cost and fit with 
fa^y preferences strongly indidate that this model of respite 
care should be expanded to s'er've clients of all disability levels. 
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Re fere ages 



1. Painp. M.'. Respite Cafe for the Retarded . U.S. Department Of 
A Health/ Education and Wei fare; Social aruiRehabil itati 01} 

. Services Administration, Division of Mental Retardation, 1977.^ " 

2. Upshur, r.. FiVial Reoortf of the"* Respite C&re P olicy Develop- 
ment Project , Providi^'s FTanagement, Inc., Boston, Mass., 1978._ 
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Tabl4^ 1 



Disability Levels of .Clients Served by the Pilot Project 
and Clients 'Served in Other Programs 



Level of 
jjlisability 



Clients Served 
by Pilot Project 
(N ^27) 



No. 

7 

10 ' 



Mild 

Moderate 
Severe 
' Profound 



Multiply . 
Handicapped ^1 



Percent . 

X 

14.8 , 
25. 9 
37.0 

J 

22.2* 
' 77.8**. 





Clients served by 
Other PrWams • 
= 1^) 



28 /V 17.5 



58 




35* 



36.3 
24.4 
21.9* 



19.4** 



* CM sqtiarfe = 2.18 (df = 3), N.S. 
*• Z - 6.49, P > .001 
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Tablets 



Ratings of 23 Families ^"^n Response to Questions Oi]^the 
^ ' 'Qydlity of Respite Care^ 



v,^*^Ques^on 



. 1 or 2 
Strongly 
Disagre^ 



I am ver^ satisfied 
with the type of 
care received. ^ 



8.^ 



2. My instructions 
were followed 
very well . . 

3,. The care my famil 
member received 
appropriate for hi s 
her neeqjs 

medicHi^tt^ 8.7 

behaviorally 4! 3 

developmental ly 8.7 

4.' I feel the provider 



was well trained 



4.3^ 



5. I recommend this pro- 
vider to other families 
,b\tht developmental ly 




Percejpt ^Respd(}ding 



3 or 4 



8.7 



5 or 6 
Strongly 
Agree 



82.6 
/91.3 



82,6 
82.6 
/ 6*9.6 

'87.0 



disabled. 



8.7 



91.2 



No response 



5- > 

8.7 



8.7 

13.0 4 
21.7^ , 
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Table 3 

Provider Ratings of 39 Different Respite Care Service Units 
Question ^ ^ o"" ^ or 4 



1 pr 2 
Strongly 
Disagree, 



5 or 6. 
Strongly 
Agree 



No respons,6 o 
Not applicabl 



1. 
2. 

3. 
4. 



V 6. 




Did you ha,ve adequate 
infomtation to serve client? 

Were you able to meet 
client'.s daily living 
skills? 

Were you able to* feed 
cltent without difficulty? 

Were you able t^ use client's 
physical /adaptive equipment 
without difficulty? 

.Were you able to dpal with ' 
medical problems/emergency 
Without difficulty? 

Were^you able to recogni ze 
the client was becoming 
d:lfficult'? 

Wii's the sptfci a^rai ni ng 
received Mseful? ^ ^ 

Could,>ou have used more 
training? u - 

I could inJh' have done ^ 
vas well wifhout training.* 



5.2 



2.6- 




7.7 



5.1 



'5.1 



2.6 
25.6 

* 

10.2 
20.4 



87.1 



92.2 ,j 




25.7 



12.8 



«>23.0 



61.5 { I 



28:1 



30.7 



For purposes of comparison, the ratings WTre inverted since the 
wordingsof thi5 Question made the higher rating the less desirabl. 
response. I 



2.6 
56.4 

•74.3 

> 

84.6 




